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ITPABO HA SAXHCT ITEPCOHAJBHUX ITEHETUUYHUX TAHUX —
OMH I3 ACIIEKTIB IIPABOBOTI'O CTATYCY JOHOPA K CYB’EKTA
BITHOCHH 31 CTBOPEHHS TA BUKOPYCTAHHS BIOBAHEY

ITocranoBka mpoOmevu. HapsBruaitHO BaKJIWBUM Ta TAKWM, [0 BUHUKAE B yCixX
JOHODiB HE3aJIeKHO Bl BUAY TOHOPCTBA €, 30KpeMa, 3a0e3MeYeHHs IPUHITUAIY aHOHIM-
HOCTi, KU peasisyeThesa yepes MpaBo AOHOPa Ha 3abe3neueHHsa KOH(DigeHITifiHOCT iH-
(popmarrii mpo HLOTO Ta IPABO HA 3aXUCT HOT0 TePCOHANbHUX faHuX. [Ipu mMboMy 3aXUCT
IIEPCOHANBHUX Ta FeHeTUYHUX TAHUX € 0COOIMBO aKTYaJIbHUM Y KOHTEKCTI HisabHOCTI
171010 30MPaHHs Ta BUKOPUCTAHHS JIOACLKUX 010/I0TiUHNX MaTepiaiB Ta MoB’ A3aHUX i3
HUMU ITePCOHATBHUX JAaHUX 0Ci0, 10 IepefaiTh ¢BOI OioJoriuni MaTepianan 10 CKIamy
0iobankiB. CroronHi fane MUTaHHSI € MAJOJOCTiI:KeHUM B YKpaiHi, e HayKoBi po3Bia-
K1 OiybIlle CKepoBaHi B PycJjIo aHAIiI3y 3aXMCTy IePCOHAIbHIX AaHUX V cepi 0XopoHu
3m0poB’s 3arajoM. HaTomicTh y €BpomelichbKili Ta CBiTOBill JOKTPUHI I[bOMY ITUTAHHIO
IIPUCBAYEHO YMMAJIO TOCTiIKeHb, 4 3aKOHOJABCTBO IIOCTiAHO BIOCKOHAJIIOETHCI 3 Me-
TOI0 0XOPOHY IIePCOHAJIBHUX JAHUX Y TOMY UMCJIi Y cepi CTBOPEHHA Ta BUKOPUCTAHHS
biobamkis. Oco0nrBa aKTyaJabHICTh JaHOI MPOOJEMATHKY TAKOMK 3YMOBJIIOETHCI aKTHB-
HUM PO3BUTKOM JisIILHOCTI II0ZI0 CTBOPEHHS Ta BUKOPUCTaHHs 6i00aHKiB B YKpaiHi Ta
BificyTHiCTIO ii CcITemiaJbHOTO IPABOBOTO PETYIIOBAHHA.

Ananiz ocraHHIX mocaigskenb. J[ocaimKeHHI0 TPOOJIEMATUKY 3aXUCTy II€PCOHATD-
HUX JAaHUX y cdepi AiATbHOCTI 1[0[I0 CTBOPEHHS Ta BUKOPUCTAHHS 0i00aHKIB B yKpa-
{HCBKil MOKTPUWHI Hapasi He MPUAiLJIEHO AOCTATHLOI yBaru. ¥ JiTepaTypi MoKHA JUIIE
3HANTU po0OTH, MPUCBIYEH] 3araJbHUM MUTAHHAM IIPABOBOTO PEry/IOBAHHS CTBOPEH-
Hd 1 BUKOpUCTAHHA 0i00aHKIB UM OKPEeMMM aclmeKTaM Iiel IifJbHOCTI, 30KpeMa Ipairi
P.I0. I'peBuosoi, O.10. Kamunresoi, I.f. CextoTu Ta if., IpUCYTHI TaKO0X JOCTiIKeH-
Hs, TPUCBSAYEHi 3arajoM 3aXUCTy IePCOHAJbHUX JaHUX B aIMiHiCTPATUBHO-IIPABOBOMY
acmekTi, sokpema aucepranii Tymix A.B., O0yxoscskoi T.I., KoHCTUTYIIilHO MPaBOBi
JOCTiIKeHHA 3aXMCTy iH(opmalrii mpo ocody, a came pobora Ko:xan A.B., a Takox po-
oora Yabau O.A., y akiit gocizxeHo ocobucTe HeMaiiHOBe IIpaBo (piswuHoi ocoOu Ha
TAEMHUITIO TIPO CTAH 37I0POB’ A 3 TOUKHU 30PY I[UBLIHHOTO IIPaBa.

Mera pocaimkenssa. Tomy B faHii cTaTTi MU TPOAHANiIZyEMO OCOOIMBOCTI TPABOBO-
T'0 PeryJIIOBaHHSA 3aXMCTY [EPCOHAJBHUX JAHUX JOHOPIB AK Cy0’€KTiB, IO MepeJalnTh
cBOi Giosoriuni Marepianau Ta mMoB’sg3aHi 3 HUMHU IePCOHAJIbHI AaHi 40 cKaany 6io0aH-
KiB B YKpaiHi, BusHaunMo mpobJeMHi TUTaHHS, 1[0 MOKYTh BUHUKATH Y IIi#t cepi Ta
3aIIPOIIOHY€EMO WMOBIPHI IIJIAXY AJIA IX BUPiMIIeHH.

Buknax ocHOBHOTO MaTepiaJy. ¥ mepiy uepry HeoOXiTHO BUBHAUUTH, SKUM YIHOM
yVKpaiHCchbKe 3aKOHOJABCTBO 3abesmeuye KoH(pimeHmifiHicTs iH(opMaliii mpo moHOpa Ta
3IiMICHIOE 0XOPOHY MOT0 IepPCOHAJNbHUX AAHUX Y cepi CTBOpEHHA Ta BUKOPUCTAHHA
OiobaHKiB.

ITouATTA «IIepPCOHANbHI TaHi» Bu3HAUEHO Y cT. 2 3aKoHy YKpainu «IIpo saxucT mep-
coHaJIbHUX HaHuUX» [1]Tay cr. 11 3axony Ykpainu «IIpo indopmamiio» [2] Ak BigomocTi
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abo CYKYIHIiCTb BimomocTell mpo (pisuuny ocody, fKa imeHTH(iKOBaHA a60 MOXKe OyTH
KOHKpeTHO izenTudixkosana. Kpim tToro, B 3akoni mpo iHdopmarliio Takox BUKOPUCTO-
BYEThHCS IMOHATTA «KOH(DimeHmilHa in(hopMalis», sKe BUSHAUEHe Y CT. 7 3aKOHY YKpa-
iam «IIpo moctym mo myGuiumoi indopmamnii» [3] ak indopmanisa, JocTym 10 AKOI Hero
obMeskeHo 0c00010, AKIH 1A iHGOpPMAIlid HAJeKUTh Ta AKa MOXKEe HOITUPIOBATUCA y BU-
3HAUEHOMY 0C000I0 IOPSAAKY BHKJIOUHO 3a ii OaskaHHAM BiANMOBiZHO 10 mepenbaueHnX
Hero yMoB. JlaHi mpo HaIliOHANBHICTH, OCBITY, CiMeHUH cTaH, PeJiriliHi MepeKoOHaHHS,
CTaH 30POB’f, a TAKOXK ajpeca, JaTa i Micie HapoKeHHA v u. 2 cT. 11 3akony Ykpainu
«IIpo inopmarrizo» BizHeceHo 10 KOHDimeHIifHOI iHGopMAIii po (isuuHy 0c00y.

AKTUBHUI PO3BUTOK Ta IMOCTiliHEe 30ibIleHHA KilbKocTi 6i00aHKiB y CBiTi TakoX
CIIPUSE CTBOPEHHIO CIJILHUX PETiOHAJIBHUX Ta CBITOBUX 0a3 HaHUX, IO BXOAATH [0
ckJany 0iobaHKiB Ta MicTATH mepCOHANbHI AaHi 0HOPiB. CTBOPIOIOTHCA TAKOXK i 0asu
JaHuX 0i00aHKiB, AKi MaOTh BiZKPUTUH HOCTYII, IO Ma€ HA METi, IO-TIepIie, CTBOPH-
TU YMOBHU JIJIA PO3BUTKY HAYKM T MOJIETTIIUTH JOCTYII AJI HAYKOBI[IiB [0 IEBHOT'O BUAY
JTaHUX, AKi MOKYTb HUMYU BUKOPUCTOBYBATUCH, & TAKOXK IIOKPAIIEHHS IOCTYITY IO J0-
HOPCBKOTO MaTepialy 3 METOI TpaHCILIAaHTamii. BogHouac posMilneHHA y BiZKpUTHX
0asax maHWX IePCOHAJIbLHMX NAHUX JAOHOPIB, 30KpeMa MeIMYHOI, a TAKOXK MeHeTHYHOL
indopwmariii, sdepiraroun KoHQIgEHIIHHICTh aHUX, 110 TO3BOJIAIOTH IPAMO igeHTuIdi-
KyBaTu 0co0y (iM’s, ampeca TOIIO) ILIAXOM iX 3HEOCOOJeHHs, IO BiOyBAETHCS JIMIIE
mic/id J03BOJIY Cy0’eKTa HaHUX Ha Take po3MilneHHA. Ta HABITH AKINO KoH(DimeHITifini
JaHi B JaHOMY BUNAAKY HAJIEKHO 3aXWIIEH], TeHEeTUYHI JaHi BCce K MOMKYTb JOIIOMOT-
TH HeJ00POCOBICHMM yYaCHMKAM HaHUX BiIHOCHH BifcaigxysaTu Hocisa imgopmarrii, a
HECAHKI[IOHOBaHE BUKOPUCTAHHA TeHETUYHUX TaHUX MOKe 3aBIaTH K0! 0c00i, AKiN
IIi TeHeTHYH] TaHl HAJIEXKATh.

leneTwuHi gaHi MalOTh O0COOJIMBUI CTATYC, OCKIJIBKY BOHU JAIOTh 3MOTY 3 JOCUTH
BHCOKOI0 BiporigmicTio mepegbauuTu MaiOyTHiN cTaH 340pOB’s JIOJUHHU, 3M0POBOI Ha
MOMEHT 00CTeKeHHs, i TOMY MOKYTh OyTH BUKOPUCTAHI IJId YTUCKY ii mpaB i Ak migcTa-
Ba IJIA TUCKPUMIHAIIII ITiJ yac BUKOPUCTaHHA TpeTiMu cTropoHamu. Ilig yac oTpuMaHHsA
i BUKOpHUCTAaHHSA reHeTHYHOI iH(opMallii BuHuKae HebesleKa IOPYIIeHHA IpaBa 3HATH
4y He 3HATH iH(OpMAaIliio mpo cede, IpaBa Ha CAMOCTiliHe PillleHHs II[0Z0 CBOTO 3/I0POB’ S
i pempoaykiii, mpaBa Ha KOH(iZeHIINHICTL, TpaBa POAUYIB HAIli€HTA HA T€HETUYHY
indopmariieo g NPUAHATTS BJIACHOTO pillleHHA IPO HeoOXigHicTh TecryBaHHS [4].
«IcHyBaHHS y KJIiTUHAX OPTaHi3MiB TAKUX CYKYIIHOCTEH reHiB, AKi 30epiraoTsh BioMo-
CTi IIPO IOCJIiOBHICTE IPOIlECiB 00MiHY PEUOBHH Yy IIEPi0U POCTY Ta POSMHOMKEHHS, IIPO
CKJaJ, OynoBy i (pyHKIil 0iMKiB Ta HYKJIEIHOBUX KUCJIOT — Il TeHeTHYHa iH(popMaIia»
[5]. Temernuna indopmaria MiTUTh faHi PO MUHYJIE JIOAUHMU, 11 610JI0TiUHY CIAAIINHY
3 T.3. iHAMBigyasbHOI ciMeitHoi icTopii moxomKenHs [6].

Hampuriaz, y €Bpoiri 3apas € Ayske MOMYJIAPHOIO Ta aKTUBHO PeKJaMyeThesa B Ma-
cMefia mocayra IoJ0 OTpUMaHHA iH(opMaIllii Ipo cBoe MOXOMKeHH IIIJIAX0OM HajgaH-
us Biacuoi [IHK mua ii ananisy. Takum unnoM, cy0’€KT, 110 30Mpae Ta aHAII3ye TaKUH
OiosoriuHMiT MaTepias, OTPUMYE JOCTYII 10 TeHETUYHUX JAaHUX BEJIUKOI KiJTbKOCTI 0Ci
Ha mifgcTaBi iX M03BOJy, a OT:Ke, 30mMpae Ta 30epirae Taky ocoOJUBO UYTIUBY iHGOP-
Marito. ToMy MU MOKeMO 3pOOUTH BHCHOBOK, IIO JIFOACHKI Oiosoriuni maTepiaau, 1o
3bepiraThca B OiobaHKax, Ta OB’ A3aHa 3 HUMU iH(OpMAIlia BKJIIOUAE B cebe He JIHIIIe
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GiostoriuHi, a i 6iorpadiuni faHi, i TOMy HeCaHKI[IOHOBaHE KOPUCTYBAHHSA e HETUYHUMU
JAHUMU Hece Macy PUBUWKIB fAK AJIA KOKHOTO OKPEMOTO UWeHa CYCIIJIbCTBA, TaK i Iad
MIEBHUX MOTO TPYII UM JIIOJICTBA B I[iJIOMY.

IIpaBo KOKHOTO HA 3aXMCT CBOIX MEPCOHATHHUX TAHWX TA OOMEKEHHS MOKJIMBO-
crell iX BUKOPUCTaHHA METO0, BCTAHOBJIEHOI HaJaHUM 0CO00I0 I03BOJIOM, 3aKPiIljIeHe,
30KpeMa, y ¢T. 8 Xaprii ocHoBHEUX mpaB €Bpomeiicbkoro Cowosy. Takok BaKINBY POJIb
y peryJioBaHHI naHoro nuTaHHA Bimirpae Permament 2016/679 €Bponeiicbkoro Ilap-
namenrty i Pagu Big 27 xBiTHa 2016 pory «IIpo saxucT ¢isuunux oci6 cTocoBHO 00pO-
OJIeHHS TepCOHANBHUX JAaHUX Ta PO BiJbHE IepeMillleHHsa TaKuX JaHUX, a TAKOXK IIPO
cxkacyBanua [upextusu 95/46/€C» (gami — Persiament) [7], asxuit HabpaB YXHHOCTI 3
25.05.2018 p. OcobnuBicTh Ta BaKJIUBICTH JAHOTO aKTa IOJIATAE B TOMY, III0 BiH € yHi-
BEPCATHHUM JTOKYMEHTOM, 000B’A3KOBUM [0 3aCTOCYBAHHS yciMa KpaiHaMu-uJIeHAMU
€C. PertaMeHT MiCTUTD KepiBHI 3acagu A IPOIecy 06po0IeHHS TePCOHATbHUX JaHUX
(isuunmx ocib i3 MeTow YHUKHEHHS 4u MiHimisamii 3arpo3 mopyileHHs IPUBATHOCTI
ocobu. OcobruBuii Harosoc y PerimaMenTi 3po0JieHo Ha HeoOXigHoCTi 3a0e3meueHHs 0X0-
poHU reHeTHYHOI iH(opMaIrii, AKa BBAIKAETHCA HEB1L € MHOIO CKJIAQZ0BOI0 YACTHHOIO CHC-
TeMU TIePCOHANBHUX JAHUX 0COOH.

[ToHATTS reHeTUYHMUX JAHWX BU3HauUeHe B 1. 34 PersaMeHTy AK mepCcOHANbHI maHi
0C00H, ITI0 CTOCYIOThCA 11 CIIAAKOBUX UM HAOYTHX TeHEeTUYHNX XaPAKTePUCTUK Ta BUILIN-
BaIOTh i3 aHAaMi3y Giosoriumoro 3paska (pisuunoi ocobu. BaikIuBUM TaK0XK € IOJOKEHHS
. 53 Pernamenry, ke, 30KpeMa, HATroJOIIYe HA 0COOJMBil UyTIMBOCTI CHEIliadbHUX
KaTeropiii mepcoHaJbHUX JAHWUX, AKi, BiAIOBiAHO, BUMAaramTh 0iJbIIOr0 3aXMCTy Ta
MOKYTh MifaAaraT 06pOOJIeHHI0 BUKIIOUHO A1 MeIUUYHUX TI0TPed, a TAaKOXK B iHTepe-
cax HOCIIB WX JaHWX UM CYCIiIBCTBA B IIiJIOMY, IPX ILOMY A€PKABU-UJIEHU BiAMIOBif-
HO 110 4. 4 ct. 9 PernamenTy 30008’ A3aHi 3a0e3mneuyBaru JOTPUMaHHA HaABHUX Ta/ab0
3aIPOBAIKyBATH JOJATKOBI YMOBH, B TOMY UHCJi 00MeKeHHs 11040 00pO0JIeHHsA TeHe-
TUYHUX TAHUX, 01OMETPUYHUX JaHUX UM JAaHUX PO 370POB’ 4.

Taxo:x PersaMeHT 3aKpilliioe OCHOBHI HPWHIIUIN, AKUX IOTPIOHO JOTPUMYBaTH-
cd mij yac 00po0JieHHA MEePCOHANBHUX AaHUX, 30KpeMa CT. 9 mependadae 3aKOHHICTb,
CIIpaBeINBiCTh Ta MPO30PicTh; U. 1 ¢T. Y BCTAHOBIIIOE 3aTraabHe IIPABIUJIO IPO 3a00POHY
00po0IeHHS TePCOHANTBHUX JaHUX, Y TOMY UHCJi TeHeTUUHUX, BUHATKY i3 AKOTO BCTa-
HOBJIIOE 4. 2 ¢T. 9, a came: 3a HASBHOCTI 3roiu Cy0’€KTa JaHUX HA 00POOJIEHHS I[UX Tep-
COHAJbHUX JaHUX IJIA OfHiel uu NeKiNIbKOX mepenbdaueHux mijei, KpiM BUaAKiB, KOJIH
saxoHogaBcTBO €C un kpainu-umena €C mepexdauae, 1o 3a00poHa, mepeadavena y 4. 1,
He MO:Ke OyTH CKacoBaHa Cy0’€KTOM JaHUX; 00pPOOJeHHS € HeoOXiTHUM IJId 3aXHUCTY
JKUTTEBUX iHTepeciB cy0’eKTa JaHWX 4u iHINOI (GisuuHoi 0c00H, AKINO CY0 €KT JaHUX
(hisuuHO YN IOPUAUYHO HECIIPOMOIKHUY HANATH CBOIO 3TO/Y; METO 00POOIEHHSA TaHUX
€ 3aI0BOJIEHHS CYCIILIbHUX iHTepeciB y chepi rpoMagchbKOro 310p0OB’ s, TAKUX AK 3aXKCT
Bijl cepit03HUX TPAHCKOPAOHHUX 3arpo3 3/[0POB 10 Ta 3a6e3neueH s BUCOKUX CTAHAAPTIB
AKOCTi i 0e3mMeuHOCTi MEIUUHUX IOCIYT, JiKapChKUX IpenapaTis, MeIUUHNX IPUCTPOIB,
Ha OCHOBI 3aKoHOZaBcTBa €C UM 3aKOHOJaBCTBA KpaiHU-uJieHa, AKe Iepefdauac HalexK-
Hi 1 KOHKPETH] 3aX0H1 11010 3aXUCTY IPaB i cBoOO cy0’€KTa JaHUX, 30KpeMa Ipodeciii-
HY TaeMHUI0; 00po0IeHHs HeoOXinHe AJIa apXiBHUX Iijiell, B iHTepecax CYyCIiIbCTBA,
HAaYKOBUX UM iCTOPUYHUX JOCTITHUIBKUX IIiJeH UM IJId IiJIel CTATUCTUKY BiAIOBiIHO
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1o ct. 89 Ha ocHOBI 3aKoHOoZaBcTBa €C UM 3aKOHOJABCTBA KpaiHU-UJIeHa, SKa IIOBUHHA
OyTH IPOIOPIiHHOO [0 IepecaiyBaHol MeTH, II0BAKATH CYTh IIpaBa Ha 3aXMCT JaHUX i
3a0e3meynTy HaJIesKHi 1 KOHKPETHI 3aX0/T¥ 3 METOI0 3aXMCTY OCHOBHUX IIPAB Ta iHTEpeciB
cy0’eKTa TaHux.

Orske, HOpMU aHaTi30BaHOr0 PersiamMmenTy OPMYIOTH YiTKi ITPaBOBi pAMKY JOIIYCTH-
MOCTi BUKOPHUCTAHHSA Ta 00pO0JIeHHA IePCOHANBHNX JaHUX (PismuHMX 0cib i3 Harosocom
Ha TeHeTUYHi TaHi AK 0COOJMBO UYTJINBY CKJIALOBY YACTUHY, HEIOTOPKAHHICTE Ta KOH-
(himeHIiHICTL AKOI MOBUHHA FapaHTYBATHCA HOPMAMU IK HAIiIOHAJBHOTO, TaK i MiX-
HApOAHOTO 3aKOHOAABCTBA. Lle Mae 0co0MBO BaKJIMBe 3HAUEHHSA AJS C(DePU OXOPOHU
IIEPCOHANBHUX JAaHUX TOHOPIB Ta 0cid, Oiosoriuni 3pasku SKUX BXOAATH A0 CKJIaLy 0io-
0aHKiB, OCK1IbKY KOKeH, HaBiTh HaiMEHIITNH 6i0JIOTIUHMI MaTepia, 10 IPUKJIALY KJIi-
THHA, MiCTUTb Y cO0i reHeTHuHY iHdopMaIriro mpo ocoly, Bix sxoi Bix OyB B3ATH, 1 HABITH
AKII0 iHopMaIid mpo Taky ¢isuuHy oco0y OyJa aHOHIMi3oBaHA, 38 YMOBU HAABHOCTL
baxkauud 3aBaaru JHK-koxy moskHa BigHaiiTu nomopa. OTike, cyuyacHUit piBeHb OioMe-
JUOVHA (PAKTUYHO VHEMOIKJINBIIOE IIOBHY aHOHIMi3aIliio ocobu JoHOpa, a 0TKe, 3a0es-
ImeueHHs a0CcoJ0THOI KoH(pizeHmifiHocTi € HemoxaumBuM. CaMe TOMY 3aKOHOIAaBeIlb
TIOBUHEH CTBOPUTM AY’K€ BY3bKi PaMKHU Ta YMOBH I OOPOOJIEHHS TaKWX AaHUX Ta
3aIIPOBANTH AEPKABHUI KOHTPOJIb Ta HATJIAL 3a TAKOIO HiAJbHICTIO, 1100 3a06e3meun-
TH HAWBUIIUH PiBeHb OXOPOHU SK HA HAIIOHAJIHHOMY, TaK i Ha MiKHApOZHOMY piBHI.

[TikaBo0 3 TOUKH 30PY AOCTIiIKEHHA FreHeTUUHNX JaHUX € HopMa cT. 29 (30eperkeH-
Hd reHO(GOHIY Hapony YKpainu) OcHOB 3aKOHOJABCTBA Y KPaiHU IIPO 0XOPOHY 3I0POB’ A
[8], sixa BcTaHOBIIIOE, 1110 3 METOIO 30eperKeHH reHoGOHAY Hapoay Y Kpainu, 3amobiran-
HA feMorpadiuHii Kpusi, 3abe3neueHHA 3[J0POB’ A MaOYTHIX MOKOJIHB i MpoditaKTu-
KU CIIAJKOBUX 3aXBOPIOBAHB JePiKaBa 3MiMICHIOE KOMILIEKC 3aXOMiB, CIIPIMOBAHUX HA
ycyHeHHA (aKTOopiB, 10 IIKiJJINBO BIJIMBAIOTh Ha T€HETUYHUN amapar JIOJIWHY, a Ta-
KO CTBOPIOE CHCTEMY JIePKAaBHOTO T€HETUYHOTO MOHITOPUHTY, OPTaHi30BY€E MeJUKO-Te-
HETUYHY JOIOMOTY HaceJIeHHIO, CIPUsAE 30araueHHIo i MOMMUPEHHI0 HAYKOBUX 3HAHD Y
chepi remeturu i semorpadii. A yacTuHa Apyra miei cTaTTi BCTAHOBJIIOE 3a00POHY MeJud-
HOT'O BTPYUYaHHS, SKe MOKe BUKJUKATH PO3Jaj reHeTUUHOTro amnapary jooguau. Orike,
JaHa HOpMa 3aKPiILTI0E MOKJINBICTh IIPOBEAEHHSA TaK 3BAHOTO IE€PKABHOTO T€HETUIHOTO
MOHITOPUMHTY Ta CIPUAHHA PO3BUTKY '€HETUKU IK HAYKH, BOJHOUAC HEe HATOJOUTYIOUN
Ha CTBOPEHHI [ep:KaBHUX TapaHTiil 0XOPOHU FeHeTHUYHNX JaHNX KOMKHOI OKpeMoi ocobu
Ta HEJOIIYCTUMOCTI BUKOPUCTAHHSA reHeTUYHOI iH(opMartii 6e3 mrucbMOBOI MOiH(GOPMO-
BaHOI 3rofu ii HOCif, 1170, 0€3YMOBHO, € 3HAUHUM HEJO0JiKOM.

Ta Bce K He MOKHA BUKJIIOUATH MOKJIMBOCTI BUHUKHEHHS CATYyallil, Ko moTpeda B
3a0e3MevyeHH ] CyCIiIbLHOTO iHTepecy un JOCATHeHHI MeIMYHNX I[iJIel B iHTepecax 3HAU-
HOI KiJIbKOCTI JI0[iell U CYCILIbCTBA 3arajoM 0y/e HACTiLIBKHU I'OCTPOIO, 110 06P00.IeH-
HSA KOHKDETHUX TeHeTUYHUX JaHWX CTaHe €AMHUM ILIAXOM [0 MOPATYHKY. I TyT BapTo
3BEPHYTH yBary Ha moyo:xeHHs 1. 4 PernamenTy 2016/679, axe nmependauae, 1o mpaBo
Ha 3aXMCT MEPCOHANTBHUX TaHNX He € a0COTIOTHUM IPABOM i Mae PO3TIAAATUCA 3 YPaAXY-
BaHHAM H0r0o ()YHKIIH Ta OyTu 30aaHCOBAHUM 3 iHIIMMHU IpaBaMu. 30KpeMa, BiTums-
HSHI HAYKOBIII TaKOK HATOJOIIYVIOTh HAa HeoOXigHocTi 3abe3meueHHs 3aKOHOJABCTBOM
OamaHcy Mix 3abes3leueHHAM IPUHINIIY BiJKPUTOCTI HAYKY Ta HEOOXiAHICTIO 3aXUCTy
IIEPCOHANBHUX JaHUX TOHOPIB ¥ AiAMBHOCTI IIIOZ0 CTBOPEHHS Ta BUKOPUCTAHHSA 0io0aH-
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KiB B YKpaini. A caMe B KOHTEKCTi JifJBHOCTI III0OJ0 CTBOPEHHS Ta BUKOPUCTAHHS 0io-
0aHKiB ITe IpaBo HEOOXigHO 30aIaHCOBYBATH 3 METOIO Ta IPU3HAUEHHAM MEIUIAHU K
HAYKH i 4K 0co0IMBOI c(hepu IPaKTUKY, BUXO/IA4H 3 ii 3aBIaHb Ta POJIi y cycIiabeTsi [9].

Tox AKi KOHKPETHI MeXaHi3MU 3aXUCTY MePCOHANBHUX JAHUX TiI0OTh CHOTOIHI B Ha-
IIi0HAJIBHOMY 3aKOHOJABCTBI YKpainu? 3akon YKpainu «IIpo 3acTocyBaHHsA TpaHCILIAH-
ramii anaToMiuHUX MaTepiaiiB aoguni» [10], 3okpema cr. 11, perysiroe IuTaHHS CTBO-
peHHd Ta QyHKIiOHYBaHHS €IMHOI Iep:KaBHOI iH(opMAaIiiHOI CHCTEeMH TPAHCIIIAHTAII]
(maui — €IICT), sxa cTBOPIOETHCS 3 METOIO iH(hopMaIifiHoro 3abesmeueHH HaJaHHd Me-
JUYHOI JOITOMOIH i3 3aCTOCYBAHHAM TPAHCILIAHTAIlI] Ta 34iliCHeHHSA NisIILHOCT, OB’ -
3aHOI i3 TpAHCILIAHTAI[I€I0, Ta MiCTUTh BU3HAUEHMI I[i€I0 cTaTTel0 HAOip MiHiMaIbHUX
JaHUX — BigomocTeii, 110 € iH(popMaIlieo 3 00MeKeHuM JOCTYIIOM IIPO JOHOPiB, peIu-
Mi€HTiB, XapaKTePUCTUKY aHATOMIUHMX MaTepianiB, aKki 30upanThCA, 00POOIAIOTHCS
Ta 3aXUIMAIOTHCA Y BUSHAUEHOMY 3aKOHOM HOPAAKY. [0 Hei BKIoueHO 3aKoHOM 9 pee-
cTpiB: 1) peecTp BoJIeBUABIEHHA 0CO0H PO HAJAHHA 3rogu a00 He3roAu HA MOCMEPTHE
JTOHOPCTBO a00 MpPU3HAUYEHHSA HEel0 IOBHOBAKHOTO IIPEACTABHUKA; 2) PEECTDP BOJIEBUAB-
JIeHHsA 0c00H, IKAa HajJaja ¥ BCTAHOBICHOMY IIUM 3aKOHOM IMOPSAAKY 3T0Y HA BUJIYUeHHS
aHATOMIUHMX MaTepiajiB AJd TpaHCIJIAHTAIlil Ta/ab0 BUTOTOBIEHHA OioiMIIIaHTATIB i3
TiJa moMepJioi 0cobu, Ky BOHA IpPeCTaBJAE; 3) PEECTP aHATOMIUHMX MaTepiasiB Jifo-
IVHU, TPU3HAUEHUX JJIA TPAHCILIaHTAIlil Ta/ab0 BUTOTOBJIEHHA OioiMIiaHTaTiB; 4) pe-
€CTP JKUBUX JIOHOPiB; D) PEECTD MKUBUX TOHOPIB IeéMOIOETUUHNX CTOBOYPOBUX KJIITHUH;
6) peecTp penumieHTiB; 7) peecTp 0cib i3 TPAHCIIAHTOBAHUM aHATOMIUHMM MaTepiajoM;
8) peecTp 3aKJjaliB 0XOPOHH 37I0POB’ s, 1110 HAJAIOTh MeJUUYHY HOIOMOIY i3 3aCTOCYBaH-
HAM TPaHCILIAHTAIil Ta/a00 3AiCHIOIOTE AiAJbHICTh, OB’ A3aHY i3 TPAHCILIAHTAIIIEIO,
Ta iHIIKUX cy0’€KTiB rOCIOAPIOBAHHS, 1110 3AiHICHIOITD AiANbHICTD, 0B’ A3aHY i3 TPaH-
cIJIaHTaIlie0; 9) peecTp TPAHCILIAHT-KOOPAUHATOPIB.

Y KOHTEKCTi MUTaHHS IIPO 3aXUCT MTEPCOHANBHUX TAHUX JOHOPiB Ba)KJIUBe 3HAUCHHSA
MAaITh JaHi, [0 MiCTATLCA B IIEPIIUX I’ ATHOX PEECTPAX, OCKIIBKM caMe BOHU MiCTATH
irdopmaiiito mpo T0HOPiB, KOHGIiAeHIiliHiCTS AKO0I IOBUHHA OyTK 3a0e3IeueHa HOpMa-
TUBHUMU rapaHTisIMu.

3okpema, 4. 5 cr. 11 mepenbauae, 110 mepcoHaNbHI maHi, 30upanHsd, 30epiramus,
BUKOPUCTAHHA AKUX He IepefdaueHo UM 3aKOHOM, a TaKOK IHINMMU 3aKOHAMU, IIT0
PeryJIoiTh CyCHiIbHI BifHOCHHN V chepi 0XOPOHH 30POB’A Ta MiCTATH BUMOTH IIIOL0
00p00JIeHHSA IIepCOHANTbHIX TAaHUX B IHITUX iHPOPMAaIifiHO-TeIeKOMYHIKAIIiHHUX CHCTe-
Max, Ta AKi oJHOYACHO € KOH(igeHIiiiHO0 iH(popMaIlieo mpo (isuuHy 0co0y, MOXKYTh
00pobaaTucsa B 6asax ganux C€ICT nuime 3a 3ro/010 cy0’€KTiB MEPCOHATHHUX TaHUX.
A 4. 6 cr. 11 BcTaHOBIIOE, 110 00POOJIEHHS IEPCOHAILHUX NaHUX, 10 € KOH(IigeHIii-
HO0 iH(opMaIieo mpo Gisuynux ocid, Aki micrarbea y €IIICT, spificHoeThCA 3 JOTPH-
mauHaM BuMmor Korcruryiii Yrpainu, 3axkoniB Yipaiau «IIpo 3axucT mepcoHaIbHUX
naHux», «Ilpo imgopmarito» Ta immux 3akoHiB. Takox 4. 7 cT. 11 BCTAHOBIIIOE CTPOK
30epiranua Takoi inopmarmii, a came mepegdauae, 10 MEPCOHATIBHI HaHi mpo 0coly,
nepenbaueri um 3axkoHoM, 36epiraorbea y EIICT mporsarom 30 pokis i3 gHA HALXO-
IPKeHHd, KpiM BUMIaAKiB, Koyu 1i naui Bukaouaorsed 3 €IIICT pamiire BcTaHOBJIEHOTO
cTpoKy, mporsarom 30 nHiB B pasi: 1) ocobucToro baxanHa ocodu (Ha mifcTaBi MMCHMOBOI
3adBHU YCTAHOBJIEHOTO 3paska); 2) cMepTi (Ha migcTaBi cBifomTBa IPO CMEPTH): PEIMIIi-
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€HTA; JKUBOTO JIOHOPA; 0co0M, AKa Hajaja 3rofy abo He3rofy Ha IOCMepTHE JOHOPCTBO
a00 mpu3HaYnIa MTOBHOBAMKHOTO IIPECTABHIKA; 0CO0H i3 TPAHCILIAHTOBAHNM aHATOMIiU-
HUM MaTepiasoM; 3) HACTAHHS TaKWX 3MiH y CTaHi 3[[0POB’A PEeLMITIEHTA, 38 AKUX BiH
He moTpebye abo oMy He MOKe OyTHU IPOBEeHO TPaHCILIAHTAIIi0, a00 y cTaHi 30poB’ s
JKMBOT'O JOHOPA, 32 AKUX BiH HE MOJKe BUKOHYBaTH (DYHKIIiI0 JOHOPA aHATOMIYHUX Ma-
repiaiiB (Ha migcTasi BigmoBigHOI MemmuHOI mOKyMeHTarii); 4) odopMIeHHS 0c00010
MIOCTiWHOTO MiCIf MPOKMBAHHSA 3a KOPAOHOM (Ha ImiZicTaBi BiIIOBiIHUX TOKYMEHTIB, 110
MiATBEPIPKYIOTH IOCTiliHe Miclie TPOKUBAHHS 0CO0H 3a KOPHLOHOM).

Takok 3akoH y 4. 8 cr. 11 Bu3Hauae By3bKe K0JI0 Cy0 €KTiB, AKi MarOTh IPaBO BHOCH-
tu gasi go €IIICT, a came TpaHCILIAHT-KOOPAMHATOPH Ta IIOCA0BI 0CO0M IIEHTPAIBLHOTO
OpraHy BUKOHABYOI BJIaJH, 1[0 peasidye Aep:KaBHY MOJITHKY V cepi HagaHHA Meaud-
HOI [OTTOMOTH i3 3aCTOCYBaHHSAM TPAHCILIAHTAIlI] Ta 3MiliCHeHHA A1AJIbHOCTI, IT0B’ A3aHOI
3 TPAHCILJIAHTAIli€l0, VIIOBHOBAKEHNMH BiJTIOBiIHO N0 IXHiX mocamoBux 000B’sI3KiB Ha
BHECEHHS IepefdavueHnx UM 3aKOHOM BigomocTell 1o €auHOI Aep:xaBHOI iH(opMAaITiii-
HOI cuctemu TpaHcitauTamii. Ti & cami cy6’eKTu € ymoBHOBaKeHUMHU ¥ 4. 9 cT.11 Ha
IOCTYII 10 KoHGineHmifiHoil indopmarrii mpo gisuuny ocoly, 1o MicTutbea y €auniii nep-
JKaBHIil in(opMariiiaiii cucremi TpancmaanTaii. IIpore Koo cy0’e€KTiB i3 TOCTYIIOM 0
1miei indopmarnii 3 meBHUMY 00MEKEHHAMHI PO3IINPEHE, OCKIIBKY I[d 3K YaCTHHA TAKOMK
JI03BOJISIE CYLOBO-MEIUUHIM eKCIIepTaM JOCTYII 10 KoH(pigeHIifiHoI indopmarrii mpo ¢i-
3UYHY 0C00Y, ajie JHUIIe Ty, 1110 MiCTUThCS B PEECTPi BOJIEBUABIEHHSA 0CO0U PO HATAH-
HA 3roau a00 He3roAu Ha IOCMepTHE TOHOPCTBO ab0 MpU3HAUEHHS HEI0 IOBHOBAMKHOTO
IPeACTaBHUKA Ta B PEECTPi BOJEBUSIBICHHA 0CO0H, KA HaJala Y BCTAHOBICHOMY I[UM
3aKOHOM IOPAAKY 3roAy Ha BUIYUYeHHsS aHATOMIUHMX MaTepiastiB [Jd TpaHCIJIaHTAIlil
ta/a00 BUTOTOBJIEHHS OioiMIIaHTATIB i3 TiNa momepJioi 0oco0u, AKY BOHA IPEACTABIISE.
Kpim Toro, B pegakmii Bixg 28.02.2019 pory K0J10 YIIOBHOBa:KeHUX 0¢ib 0yJI0 posIiupe-
He, i 10 BUINe3a3HAUEHNX 3aKOHOAABEIb J0JAB TAKOXK JiKapiB 3arajbHOI IPAKTUKHU —
cimeitHUX JIiKapiB, aJie JIWIIe 1010 BHECEHHS BiJOMOCTEH 10 peECTPy HaJjaHHA 3T01u a60
HEe3To/1 Ha II0CMePTHEe JOHOPCTBO a00 MPH3HAUYEHHS TOBHOBAKHOIO IPeCTABHIKA.

IITe ogHieio rapaHTi€l0 0XOPOHY IEPCOHANBHUX AaHUX € nependauene y u. 10 cr. 11
saxony saiticuenusa y €JICT mepconamizamii Ta dikcarlii Ko;XHOro 0KpeMoro BUIAAKY
JOCTYITy o Hei 0ci0, BUBHAUEHUX ITUM 3aKOHOM (JOCTYIIY /10 CAMUX PEECTPIB Ta TOCTYIY
10 eJIEKTPOHHUX KAPTOK 3aPEECTPOBAHUX Y peecTpax (isuunux ocib). I Tyt BapTo Haro-
JIOCUTH, III0 B eJIEKTPOHHiM KapTIli 3apeecTpoBaHoi B peecTpi (hismunoi ocodu Bigodpa-
JKaTUMeThCs MpisBuIle, imM’d, Mo 6aTbKOBi 0cil, AKi BHOCKHIN [0 Hel mepeadavueHy UM
3akoHoM iH(popMaIiio, a TaKoXK 0cib, AKi 03HAKOMIIIOBAINCA 3 HASBHOIO Y I[ill eJIeKTPO-
HHi#l KapTIi iH(opMariiero, maTa i yac BHeCEHHS BiATOBiTHMX TaHWX Ta iX meperaany,
IO IaCTh 3MOTY BiJICJIiTKOBYBATH BCIO iCTOPii0 POOOTH 3 IEPCOHATHPHUMU JAHUMHU Ta 3a
moTpedu ineHTu(GiKyBaTH MOPYITHUKIB.

Baproro yBaru € Tako:x u.12 ta u. 13 cr. 11, gKi He JuIlle AeKJIapYIOTh 3aXUCT Bil
HECAHKI[IOHOBAHOI'0 BTPYYAHHS B POOOTY CHCTEMHU, ajie i BH3HAUAIOTH IIEPEJTiK KOH-
KPEeTHUX IOPYIIeHb, AKi TATHYTUMYTH 3a CO00I0 BiAmoBiganbHicTh. 30Kpema, 4. 13
ct. 11 BcTaHOBIIIOE, 1[0 0CO0M, BUHHI B IOPYIIEHH] MPABOBOTO PEKUMY KOH(DImeHITi-
Hoi in(opmarii (30upanHs, peecTpallis, HAKONMMUEHHs, 30epiranus, 00pobIeHHs, afai-
TYBaHHSA, 3MiHA, ITIOHOBJEHHS, BUKOPUCTAHHA i momupeHHA (POSIOBCIOIKEHH, pea-
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Jisanis, mepegava), 3He0CO0JI€HHS, BHUIIEHHSA), HECBOEUACHOCTI BHECEHHSH, IIOJAHHS
HegocToBipHOI iH(opMaIii, cBifoMOMY IPUXOBYBAHHI BiOMOCTEH, 1[0 MiCTATHCA B €11-
Hili fepsKaBHil iHGOpPMAIliiiHi# cucTeMi TPaHCILIaHTallil, HeCYTh BiAIOBi faIbHICTH 3Ti -
HO i3 3aKOHOM.

Omxe, KOH(IgeHITIIIIHA iH(pOpPMAIIis, III0 MiCTUTHMEThCSA y IIUX PEECTPax Ta y CHUC-
TeMi, OHOUACHO BBAKATHMETHCA iH(POPMAIli€io 3 00MeKEHUM JTOCTYIIOM, K Iie Iepe-
baueno y u. 1 ct. 6 3akony Yrpaianu «IIpo goctyn go my6ariumoi imgopmarii». Bapto
TAaKO0K 3ayBasKUTHU, 10 HOPME 3aK0oHY «IIpo 3acTocyBaHHS TPaHCILIAHTAIIIl aHATOMIU-
HUX MaTepiaJiB JIOAMHI»,, K1 CTOCYIOTHCA OXOPOHU IIePCOHATLHUX JaHUX, 1110 MiCTUTH-
MYThCS Y BUIE3a3HAUEHUX PEECTPAX, CTOCYIOThCS JIKIIIE IIPABOBOTO CTATYCY JOHOPIB,
AKi HaJal0Th CBOI OioJIOTiuHi MaTepiaiu JJjid TpaHCIJIAHTAIil Ta/a00 BUTOTOBJIEHHS Oi-
oiMILTaHTATiB i He CTOCYBATUMYThCA iHINUX cy0 €KTiB, GiosoOriuHi MaTepiaan AKUX MO-
JKYTb BXOJUTHU JI0 CKJIaAy 0100aHKIB, 0 IPUKJIALY JJId BIACHUX YU JJIA JOCTi THUIBKUAX
motpe0. [ pery IioBaHHA IUX BiIHOCKH AIATUMYTD 3arajJbHi HOpMU 3aKOHY YKpainu
«ITpo BaxmcT mepCcoOHANBHUX JAHUX » .

ITpoBoasAuM mapajesb i3 anamisoBanuMm Buie HoBuM Permamentom €C 2016/679,
MOJKHA KOHCTATyBaTHU IIPOTPECUBHICTh HOPM 3aK0oHY YKpainu «IIpo 3axucT mepcoHab-
HUX JaHux». 30Kpema, ct. 7 (OcobnuBi BuMoru g0 00po0IeHHA IepCOHAIbPHNX TaHUX)
BCTAHOBJIIOE 3a00pOHY 00PO0JIEHHSA IEePCOHANBHUX JAHUX IIPO PacoBe ab0 eTHiUHE IT0X0-
IKeHHd, a TAKOMK JaHUX, 1[0 CTOCYIOThCI 3I0POB’sd, CTATEBOTO JKUTTH, 0IOMETPUUHUAX
a00 reHeTUYHUX TaHWX, 38 BUHATKOM BUIIAAKiB, epeadaueHuX 4. 2 i€l sk cTaTTi, a came
SKIT0 00PO0JIeHHS IePCOHANBHUX HaHuX: 1) 3AiliCHIOETHCS 38 YMOBY HAJaHHA Cy0 €KTOM
IIePCOHANBHUX JAHUX OJHO3HAUHOI 3rogu Ha 00poOJIeHHA TaKuX AaHuX; 2) HeoOXimHe
IJ151 3MifiCHeHHS IIPaB Ta BUKOHAHHSA 000B’ 13KiB BOJIOALIBIA Y chepi TPYLOBUX IPaBOBiI-
HOCHH BiJIIOBiTHO 10 3aKOHY i3 3a0e3IeUeHHAM BiJITOBiJHOTO0 3aXKCTY; 3) HEOOXiqHe I
3aXMCTY KUTTEBO BAXKJIUBHUX iHTEepeciB cy0’eKTa MepcoHaTbHUX HaHuX a0o iHImoi ocobu
B pasi HemiesgaTHOCTI a60 00Me:KeHHS IMBLIbLHOI Ii€3MaTHOCTI Cy0’eKTa IepPCOHATbLHUX
IaHux; 5) HeobXigHe Mg 0OIPYHTYBAHHS, 3a0BOJIEHHS a00 3aXMCTy IPABOBOI BUMOI';
6) HeoOXiTHe B IiJIAX OXOPOHU 30POB’ A, BCTAHOBJIEHHSA MEeJUYHOTO iarHO3Y, A1 3a0e3-
[eYeHHd IMiKJYBaHHA Ui JiKyBaHHA a00 HaJaHHI MeJUYHUX MOCAYT, (PYHKI[IOHYBAHHS
€JIeKTPOHHOI CUCTEMU 0XOPOHY 3[0POB’ A 38 YMOBH, III0 TaKi JaHi 00P00IAIOTHCA MeIUY-
HUM IIpaI[iBHEKOM a00 iHIT0I0 0C000I0 3aKJagy OXOPOHU 3I0POB’d UM (Pi3UUHOIO 0CO-
0010 — I AITpUEMITEM, IKA OIepsKaIa IileHs3ii0 Ha IPOBafKeHH I TOCIIOAaPChKOI JissIbHOCTI
3 MeJUYHOI MPaKTUKU, Ta il mpamiBHUKaMu, HAa SKUX MOKJIa[eH0 0008’ I3KH I00 3a0e3-
MIeUYEeHHS 3aXUCTY MEPCOHANBHUX JAHUX Ta HAa AKUX IMOUIMPIOETHCS i 3aKOHOIABCTBA
PO JKApChbKy TAEMHUIIIO, MPAliBHUKAMK IEHTPAJIbHOI0 OPraHy BHKOHABYOI BJAMIM,
170 peatisye Aep:KaBHY IOJITUKY V cdepi Aep:KaBHUX (PiHAHCOBUX rapaHTiil MeIUUHOTO
00CcIyroByBaHHS HAaCeJeHHSA, Ha SKUX IIOKJIaAeH0 000B’ A3KM I[0/I0 3a0e3IeUeHHS 3aX K-
CTy IEPCOHAJbHUX JaHNX; 7) CTOCYETHCA BUPOKIB Cyly, BUKOHAHHS 3aBJAaHb ONEPATUB-
HO-PO3IITYKOBOI U1 KOHTPPO3BiAyBaIbHOI AiAJbHOCTI, 00POTHOM 3 TEPOPU3MOM Ta 3/ific-
HIOETBCS JEP:KaBHUM OPTaHOM B MeKaxX MOro NMOBHOBa)KeHb, BU3HAUEHUX 3aKOHOM;
8) crocyeThCs maHWX, AKi OYJIM ABHO ONPIIIOAHEH] cy0’€KTOM IIePCOHANBHUX TaHUX.

To6T0, AK BUAHO i3 IPOIMUTOBAHOI HOPMHU, IOJOKEHHSI 3aKOHY MailKe iMeHTUUH] 10
moJioskenb Persamenty €C, ToOTO BiAITOBiat0Th €BPOIEHCHKUM CTaHIapTaM. BasKa11uBoi0



58 AxmyanvHi npobsemu deprcasu i npasa

€ TaKOoX HOopMa cT. 8 3aK0OHY, dKa Y 4. 1 BCTAHOBJIIOE HEBill €MHICTh Ta HEIIOPYIIHICTh
0co0MCTUX HEMaWHOBHUX IIPaB KOKHOI (hisuuHOil 0co0u Ha IepcoHaIbHi JaHi, a y 4. 2 f1ae
BUUEPITHUH MTEPeJIiK IpaB cy0’ €KTa IepcoHaJbHUX JaHUX, 10 SKUX BigHeceHo: 1) 3HaTH
PO IKepesia 30MpaHHs, MiCI[e3HAXOMKEeHHS CBOIX MEPCOHANbHUX AaHUX, METY iX 00-
pobJieHHA, Miclle3HAXOA:KeHHA abo Miclle MPOKMBaHHA (Iepe0yBaHHsA) BOJOJIIbIA YA
PO3IOPSASHUKA TEPCOHATBHIUX JaHUX a00 JaTH BiATIOBifHe JOPYUEHHS 100 OTPUMAHHS
1miei inopmailrii ymoBHOBasKeHUM HUM 0cobaM, KpiM BUTAAKiB, BCTAHOBJIEHUX 3aKOHOM;
2) oTpuMyBaTH iH(hopMaIiio mpo yMOBM HaJaHHA TOCTYIY A0 IEPCOHANBHUX AaHUX, 30-
KpeMa iH(opMalrito mpo TpeTix ocib, SKUM IepeJaloThCsa HOT0 IMepCoHaIbHi faHi; 3) Ha
IOCTYII IO CBOiX IePCOHAJIbHUX NaHUX; 4) OTPUMYBATH He Hi3HIIlI IK 3a TPUALATH Ka-
JIEHJAPHUX THIB i3 THA HAAXOMKEHHS 3allUTy, KPiM BUIIAAKiB, mepef0aueHNX 3aK0OHOM,
BiATOBiAb PO T€, UK 00POOJIAIOTEHCS HOTO0 IIepCOHAIbHI JaHi, a TAKOK OTPUMYBATH 3MiCT
TaKWUX IEePCOHAJBHUX JAHUX; D) IpPea ABAATH BMOTHMBOBAHY BUMOT'Y BOJIOAIJIBITIO TIEP-
COHAJBHUX JAHUX 13 3amepeueHHAM IPOTH 00pPOOJEHHS CBOIX MEPCOHAIHHUX NaHUX;
6) mpen’ ABJIATY BMOTUBOBaHY BUMOTY II[0JI0 3MiHM 200 3HUIIEHHS CBOiX MEPCOHAIBHUX
TaHuX 0yIb-IKUM BOJIOALIbIIEM Ta PO3IOPATHIKOM IIePCOHANBHNX TAHUX, SKIIO ITi JaHi
00po0JIAI0TECA HE3aKOHHO UM € HEJOCTOBIPDHUMM; 7) HA 3aXUCT CBOIX MEPCOHAJbHUX
JTAHUX Bif HE3aKOHHOT0 00PO0JIeHHS Ta BUIATKOBOI BTPATH, SHUIIEHHS, IOIIKO[KeHH
y 3B’ABKY 3 YMUCHUM IIPUXOBYBAaHHAM, HeHAJaHHAM YU HECBOEUACHUM iX HAJaHHAM, a
TAaKOK Ha 3aXHUCT Bif HAJaHHS BiJOMOCTe, 1110 € HeJOCTOBIpHUMY UK raHBOJIATE YeCTh,
rigHicTh Ta JiMOBY pemyTairio (isuunoi ocodu; 8) 3Beprarucs 3i ckapramu Ha 00po0JIeHHSA
CBOIX IEePCOHAJbHUX JAHKUX J0 ¥YIIOBHOBaXKEHOro abo 10 cyay; 9) 3acTocoByBaTH 3aC00U
IIPAaBOBOTO 3aXMCTY B Pasi MOPYIIeHHA 3aKOHOAABCTBA ITPO 3aXMCT EPCOHANBHUX TaHUX;
10) BHOCUTH 3acTepe:KeHHs CTOCOBHO OOMe:KeHHs IMpaBa Ha 00pPOOJIeHHS CBOIX IIepCo-
HaJBHUX TaHUX MiJ yac HagaHHa 3rogu; 11) BigkamkaTu 3rogy Ha 00pOOJIEHHS IIePCo-
HaJbHUX JaHuX; 12) 3HATH MeXaHi3M aBTOMaTUUHOT0 00p00IeHH TePCOHATbHIUX TaHNUX;
13) Ha 3axwmCT BiJf aBTOMATH30BAHOT'0 PillIeHHSA, AKe Ma€e JJId HbOI'0 IPABOBi HACTi KU,

Yci Burmienepesnivueni mpaBa cy0’eKTa IIepCOHAJIBHUX AAHUX CTOCYIOTHCA TAKOMK i
cy0’eKTiB, AKi mepenawTh cBOI Oiosoriuni MmaTepianu o ckaagy 6iobankis. IIpore Heoo6-
XiTHO TaKOK MaTH Ha yBasi, 110 B AeIKMX BUMAJKaX IIij yac mepegadi 1o 6iobaHKiB Oi-
OJIOTIUHHX MaTepianis Ta iH(opmaii mpo ocody, BiJ AK0l BOHU MOXOAATH, VIPABUTENb
0iobaHKy MOXKe 3aCTOCOBYBATH aHOHIMisalliio (3He0COOJeHHA) TAKUX JAHUX, IO TPaK-
TYEThCS CT. 2 I[bOTO K 3aKOHY fAK BUJIYYEHHS BiZloMOCTel, AKi Ial0Th 3MOTY IIPAMO YU
OIIOCePeKOBaHO imeHTH(iKyBaTH 0CO0y, IO BUKJIOUAE MOMKJIUBICTH imeHTHdirarii
ocobu, a OTiKe, Ja€ 3MOTY KOHCTATYBAaTH BiJICYTHICTH 00’€KTa OXOPOHM — TE€PCOHAJH-
HEX gaHuX. ToMy y BUIAAKY IIPAaBOMipPHOIO 3HEOCOOJIeHHS IePCOHANbHNX JaHUX 000U
ynpaBuTesieM 0i00aHKY MU MOK€MO I'OBOPUTH IIPO BUKJIIOUEHHSA TaKUX BifIHOCKH 3i c(he-
pH peryJioBaHHA 3aKOHOJABCTBA IIPO 3aXHUCT IePCOHAIbHUX JaHuX. IIpoTe KJII0U0BOIO
TYT € BJIaCHE IIPABOMiPHICTH TaKOT0 3HE0co01eHHA. OCKLIbKY 3HE0CO0JeHHSA TePCOHATB-
HUX JaHUX, 9K 1 IX 3HUINEHHS, BiTHOCUTBCA 0 PiBHOBHUAIB ix 00po0aeHHsA, TO Taki mil
MaloTh 3IIMICHIOBATHCS JIKIIE 3 JO3BOJY CY0’ €KTa IepCOHATbHUX JAHUX i3 MOIepesHiM
po3’ICHEeHHAM HACAiAKIB TaKUX Iiif.

Ha xanp, Ha Bigminy Bixg €Bpomeiicbkoro PermamenTy, yKpaiHChbKU 3aKOH Iepe-
0auae JMIe MOKJINBICTh 3HEOCODIHHS IePCOHANbHNX JaHNUX, IKe MOKHA IPUPIiBHATH
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3 €BPOMENCHKOI0 aHOHIMiBaIliel0, AKa BUKJIOUAE MOKJIUBICTh Y MAatOyTHLOMY iIeHTH-
(iryBaTu cy0’eKTa IepcoHaIbHUX AJaHUX. [Ipore, KpiMm aHoHiMisalii, icHye TaK0OXK Tak
3BaHA ICEBJOHIMIBaIlid, AKY TaKOK HA3WBAIOTh KOJYBAaHHAM. BapTo HAroJocuTH, 110
HOBuUY PernaMeHT, Ha BiIMiHY BiJ monepeqHix €BPONMENChKNX aKTiB, TPAKTYE 3aK0J0BA-
Hi, TOOTO TICEBJOHIMi30BaHi JlaHi TAKOXK fAK IePCOHAJBHI JaHi, AKi iCHYIOTh y 3ammud-
pOBaHOMY CTaHi, OCKiJbKK 3a HAIBHOCTI MOXKJIMBOCTI po3IIu()pyBaHHA, 0coba BCe K
MO:Ke OyTH imeHTH(piKOBaHA, a 0TKe, 00POOIEHHS TAKUX JAHUX BXOOUTH IO chepu mii
3aKOHO/ABCTBA PO 3aXMCT IEPCOHANbHUX NaHUX. | BjacHe B mepeBaKHiil OijabImocTi
6iobaHKiB mepCOHANBHI JaHi TPo 0co0y, BiJ AKOI IIOXOAUTH 0ioJIOTiuHMIT MaTepia, Mic-
TATHCA ¥ 3aK0J0BAHOMY, a He B aHOHIMi30BaHOMY (3HEOCO0IEHOMY) CTaHi.

Bucnosku. IIpoBenenuii anais 1aB 3MOTy 3p00KUTH BUCHOBOK IIPO HEOOXigHICTE cIIe-
I[iaJIbHOTO TPABOBOTO PETYJIIOBAHHSA 0XOPOHU TIEPCOHANBHUX TaHUX 0CO0M, TTOB’ A3aHUX
3i i 3IOPOB’AM, Y TOMY UMCJIi TeHETUYHUX JaHUX Y KOHTEKCTi BiTHOCUH IT[0ZI0 CTBOPEH-
Hs Ta BUKOPHCTaHHA 0i00aHKiB Ta ()OPMYyBaHHSA CIIIbHUX 0a3 TAKUX JAaHUX B YKpaiHi.
Heo0xigHO TaK0K BCTAHOBUTH 3aK0HO/ABUi BUMOT'H IOZI0 TIepejayui TaKUX JaHUX, 00
(hopmu Ta 3micTy 3rofu 0co6H Ta IPABOBUX HACIIIKiB IOPYIIIEHHSA TAKUX BIMOT.

Takox i3 MeTOI0 YHUKHEHHS HEeIPaBUJILHOI'O PO3YMiHHSA MOHATTSA 3HEOCOOJEHHS
IEePCOHANBHUX JAaHUX Ta PO3MEKYBAHHA HOTO i3 IICeBIOHIMi3alli€lo MepCOHATBLHUX
JTaHUX, 110 Mae HeaOusAKe 3HAUEHHS IJIA cepy BiTHOCHH II[0J0 CTBOPEHHSA Ta BUKOPH-
cTaHHA 0100aHKiB, TPOMOHYEMO JONOBHUTY BU3HAUEHHSA IIEPCOHANBHUX TaHUX y CT. 2
3akony Ykpaiuu «IIpo 3axucT mepcoHaJbHUX JaHWX » , BAKJIABIIN HOTO B TAKiN pefak-
1ii: «ITepconanbHi naHi — BifoMOCTi UK CYKYIIHICTD BioMocTelt mpo (hisuuny 0cody, AKa
imenTu(dikoBana abo Moxke O6yTH KOHKDPETHO iTeHTu(iKoBaHA, B TOMY YHCJi 3aK0OL0Ba-
Hi mepcoHaIbHI JaHi, AKi MOKYTH OyTH po3kogoBaHi». Take GopMyIOBaHHA MOHATTS
MIEePCOHATBHUX JAHUX BUKJIIOUNTH MOKJIUBICTH BUHECEHHS 32 MeXKi c(hepu 3aCTOCYBaH-
HS JaHOT'0 3aKOHY 3aK0/I0BaHi IePCOHANbHI JaHi, IIT0 CTBOPUTH JOJATKOBI rapanTii aia
3aXMCTYy TaKWX IMEPCOHANBHUX JAHWX Ta BiAIOBiIaTMe BUMOTaM HOBOTO PeriameHnTty

€C 2016/679.
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Amnorania

Keéim H. M. IIpaBo Ha 3aXMCT NePCOHAJBHUX i TeHETHYHHX JAHUX — OJUH i3 ACHEKTiB IPABOBOTO
CTaTycy OHOPA AK Cy0 €KTa BiTHOCHH 3i CTBODEHHA Ta BUKOPHCTaHHA 0io6aHKy. — CrarT4.

CrarTs OpUCBsUY€HA BUCBITJIEHHIO MPOOJIEM 3aXVCTY IE€PCOHAIBHUX, ¥ TOMY UUCJIi OCOOIMBO UYTIUBUX
TeHeTUYHUX JaHUX 0co0U, SKa mepefae cBOi 6iosoriuni Marepianu Ta moB’sA3aHy i3 HUMHU iH(GOpPMAIli0 10
cKJIany 6i00aHKY Ha 3acazax JOHOPCTBA. PO3risafacThes MOHATTEBUI arapaT YNHHOTO 3aKOHOIABCTBA Y M1l
cdepi, 30KpeMa IIpoaHaTi30BaHO 3aKOHOAABUEe BU3HAUEHHSA MEPCOHANbHUX AAaHUX, KOH(DiAeHIifHOI iHDOD-
Marii, a TaK0K reHeTHYHUX JaHuX. [loKkasaHo HAABHI HAa MPAKTHUI PUSUKHU Ta 3arPO3HU IJIA OCOOUCTUX He-
MafHOBMX IIPAB JOHOPIB, Y TOMY YMCJi IPaBa HA 3aXHUCT iX MEePCOHANbHUX, FeHETUYHUX JAHUX. 3PO0JIEHO
HAroJIioc Ha TOMY, I0 iH(opMaiisa, SKa mepesaeThesa A0 CKJIaxy 6i00aHKY HOHOPOM pasoM i3 Giosoriuaum
MarepiasoM, TaKoXK MiATIazae mifi 0XOPOHY 0COOMCTOTO HEMAaitHOBOTO mpaBa (pisuuHOi 0c00UM Ha TAEMHUITIO
mpo craH ii 3gopos’s. IIpoanasisosano BeranoseHi B PerstamenTi €C Bumoru 1mozo 3a6e3mnedeHHss 0XOPOHI
MePCOHAJIbHUX TAHUX, AKI CHIBCTAB/IEH] 13 YMHHUM HAI[IOHAIBHUM 3aKOHOJABCTBOM. KOHCTATOBAHO IIOBHY
BiZTIOBiTHICTH IEAKUX MOJIOKEHD 3aKOHY ITPO 3aXUCT IEPCOHATHHUX JAHUX HOPMAaM BIMOI'aM €BPOIIEHCHKOTO
3aKoHOaBcTBa. [IpoTe TaKoK BCTAHOBJIEHO, IO IeAKi HOPMU YMHHOTO 3aKOHOAABCTBA ()OPMYIOTH CIIPUAT-
JIUBi YMOBU [JIS1 3JI0BXKUBAHD ¥ c(hepi BUKOPUCTAHHSA MeéHETUYHUX AaHUX, KOHCTATOBAHO HEJOCTATHIO YBAry
YKpaiHChKOTO 3aKOHOJABIIA 0 BUBHAUEHHS TAKUX CIOCO0iB 3aXMCTy MEPCOHANBHUX JAaHUX, AK X aHOHIMI-
3aIlia Ta mceBhoHiMizamia. Y 3B’A3Ky i3 UM MPOBELEHO PO3MEKYBAHHS JAHUX IIOHATH TA 3aIIPOIOHOBAHO
BIOCKOHAJIeHe BU3HAUEHHSA IEePCOHAJbHUX NAHUX, IO yCyHe icHylouy mporanuny. Kpim Toro, 3pobieHo
BHCHOBOK IIPO HEOOXiZHICTh CIIeIiaJbHOrO IIPABOBOT0 PEry/II0OBAHHS OXOPOHU MEPCOHAIBHUX TaHUX 0COOMH,
0B’ A3aHUX 3i i 30POB’AM, Y TOMY UUCJIi TeHETUYHWX JAHUX Y KOHTEKCTi BiTHOCKH MITOZ0 CTBOPEHHS Ta BU-
KopucTaHHsA 0i00aHKiB Ta GOPMyBaHHS CHIIbHMAX 0a3 TAKUX JAHHX B YKpaiHi. A Tako:K KOHCTATOBAHO He-
00XifHiCTh BCTAHOBJIEHHS 3aKOHOAABYMX BUMOT IT[00 IIepefavi TaKUX AaHUX, 1070 GopMU Ta 3MiCTy 3roau
0co0u Ta MPaBOBUX HACJIIKIB MOPYIIEHHSA TAKKX BIMOT.

Katoyosi ciosa: mepcoHalbHi JaHi, TeHETUYHI TaHi, aHOHIMi3aIlid, IceBAOHIMisallid, JOHOD, 6i00aHK.

Summary

Kvit N. M. The right to the protection of personal and genetic data — one of the aspects of the legal
status of the donor, as the subject of relations for the creation and use of the biobank. — Article.

This article deals with the problems of protection of personal, including especially sensitive genetic
data of the persons who transmits their biological materials and related information to the biobank on the
basis of donation. The conceptual apparatus of the current legislation in this field is considered, in particu-
lar the legislative definition of personal data, confidential information, as well as genetic data is analyzed.
The practical risks and threats to donors’ personal non-property rights, including the rights to protect
their personal, genetic data, are outlined. It is also emphasized, that information transmitted to the bi-
obank by the donor, together with biological material, also falls under the protection of the individual’s
personal non-property right to secrecy about his or her health status. The requirements set out in the EU
Regulation for the protection of personal data, which are compared with the current national legislation,
are analyzed. Some provisions of the law on protection of personal data have been fully complied with the
rules and requirements of the European legislation. However, it has also been found that some provisions
of the current legislation create favorable conditions for the abuse of genetic data and that the Ukrainian
legislature is insufficient to identify ways of protecting personal data as anonymization and pseudonymi-
sation. This is why they differentiate between these concepts and provide an improved definition of per-
sonal data that will eliminate the existing gap. In addition, it was concluded that there is a need for special
legal regulation of the protection of a person’s personal data related to his or her health, including genetic
data in the context of relationships regarding the creation and use of biobanks and the creation of common
databases of such data in Ukraine. It was also stated the need to establish legal requirements for the trans-
mission of such data, the form and content of the person’s consent and the legal consequences of violating
such requirements.

Key words: personal data, genetic data, anonymization, pseudonymisation, donor, biobank.



